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interACT: Advocates for Intersex Youth is the oldest and largest organization in the United States
dedicated to advocacy on behalf of young people born with variations in their sex characteristics—
sometimes known as intersex traits. As an intersex person and Executive Director, I wish to thank the
Subcommittee and Chair Davis for taking up the critical issues raised in this hearing, including the
safety and well-being of lesbian, gay, bisexual, transgender, queer, intersex, and Two Spirit
(LGBTQI+2S) youth in state care. In particular, we thank you for hearing the testimony of Weston
Charles-Gallo regarding his own and other LGBTQI+2S youth’s experiences in foster care. Mr.
Charles-Gallo’s testimony correctly points to the need for policy and culture change throughout the
system that includes research, training, technical assistance, and nondiscrimination protections to
ensure these youth are not left behind.

While there is so far less focused research on the experiences of intersex youth in foster care than those
of other LGBTQI+2S youth, we do know that intersex youth face the same kinds of stigma,
discrimination, and abuse. Many also suffer medical trauma from non-consensual early genital or
sterilizing surgeries—sometimes with state agencies consenting on behalf of the child. Like all
LGBTQI+2S youth, intersex youth can thrive if they are affirmed and supported. Congress and the
Department of Health and Human Services (HHS) must act to protect and support all LGBTQI+2S
youth, including intersex youth. Here we provide an overview of the challenges faced by intersex youth
—including in the foster care system—and conclude with specific recommendations for HHS and
Congress.

Healthy Intersex Children Are Harmed by Stigma, Fear, and Non-consensual Surgeries

“Intersex” refers to people born with variations in physical sex characteristics—including genitals,
gonads, chromosomes, and hormonal factors—that do not fit typical definitions of male or female
bodies. About 1.7 percent of the population is born with intersex traits, meaning millions of
Americans are intersex, and there could be over 60,000 intersex births in the US every year, and
thousands of intersex youth in foster care.! While there is so far no systematic data on intersex foster
youth, we know that other LGBTQI+2S generally are overrepresented in the system and may constitute
as many as one in three foster youth.? Given that they face similar issues of stigma and discrimination,
and may be more likely to be LGBTQ than non-intersex (endosex) youth, intersex youth are likely
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overrepresented as well. Despite being relatively common, “intersex” is still an unfamiliar term to
many. This lack of awareness can cause feelings of stigma and loneliness for intersex people—and can
also leave new parents feeling adrift if they happen to have an intersex baby.

The vast majority of children born with intersex variations will not have immediate health
concerns related to their differences. However, they are still frequently subjected to surgical
interventions to make their bodies appear more “typical,” absent any medical need. Most
commonly occurring before the age of two, these operations include clitoral reductions, vaginoplasties,
repeated penile surgeries, and even gonadectomies that can be sterilizing. Other consequences include
chronic pain, urinary incontinence, sexual dysfunction, psychological trauma, and the chance that
surgery will enforce a sex assignment that the child will not identify with later.?

There are no proven medical benefits associated with performing these procedures before the
intersex individual can participate in these weighty decisions about their own bodies and lives,
but parents frequently report feeling pressure to consent to these surgeries on their child’s behalf. When
parents do approve these surgeries, they often do so in a state of overwhelm and with incomplete
information about the risks and alternatives, and what their child’s medical needs might be as they
grow up. interACT has heard from parents who pushed back, asked questions, and successfully
advocated for their children to have the chance to make these choices for themselves, but we have also
heard from other parents who are wracked with regret over consenting to irreversible and damaging
procedures that could have been avoided if they had known more at the time. Outrageously, interACT
has also been contacted about multiple cases in which the threat of removing an intersex child from
their parents’ custody was used to pressure parents toward surgery, or where removal proceedings were
actually initiated due to the parents’ refusal of unnecessary surgery on their child. In other cases,
adoptive parents have contacted us about harmful surgeries that were carried out on their intersex
children while still in state custody, before they had the chance to protect them.

When intersex children are born, decisions to conduct unnecessary surgeries are often made
based on social fears instead of evidence of medical need. When other peoples’ fears drive decision-
making, the standards for what makes someone's body “healthy” or “normal” can become deeply
flawed. Oftentimes intersex youth’s bodies are compared to people who are non-intersex, cisgender,
white, able-bodied, and thin. The truth is, intersex children are already healthy. It’s the ideas
surrounding our bodies that need to be changed, not our bodies. Take the idea that clitorises are
supposed to come in one size. Not only is this problematic and another form of patriarchal policing of
women’s bodies, but it’s also responsible for so many surgeries on intersex children—surgeries that
remove clitoral tissue permanently just to fit this arbitrary ideal. (Penises come in different shapes and
sizes, too, but no one’s rushing to perform surgery because a penis is “too big.”)
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Despite condemnation from numerous United Nations bodies,* human rights groups,’ and
medical associations,’ the practice of non-consensual surgery on intersex infants continues to this
day in hospitals around the country. The most in-depth report on the practice was released by
Human Rights Watch in 2017 and identified New York City as a major center of non-consensual
intersex surgeries. A provider in New York who has been identified in the press previously as a
perpetrator of childhood sexual abuse, Dix P. Poppas, Chief of Pediatric Urology at Weill-Cornell/New
York Presbyterian, has come under fire in the past not only for his performance of clitoral reduction
surgeries on intersex children, but also for his follow-up “sensitivity testing” that involved applying a
medical vibratory device to the surgically reduced clitorises of children as young as 6.” Despite this
shocking practice, he continues to operate on his own patients.

Non-consensual early genital or sterilizing surgeries also implicate civil and constitutional rights.
The Constitution protects the right of everyone—including children—to be free from unnecessary and
unwanted medical procedures.® Early intersex surgeries frequently violate this right. The Constitution
also subjects discrimination based on sex characteristics to heightened scrutiny.’ This scrutiny is
triggered when the reason for an early sterilizing or genital surgery is not a medical emergency (or the
patient’s request) but solely the goal of “normalizing” intersex traits.'® Federal statutes applicable to
ACF-assisted programs, including the Affordable Care Act, Title IX, and the Family Violence
Prevention Services Act, also prohibit discrimination based on intersex traits."'
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These irreversible and often high-risk early surgeries are performed to conform intersex bodies
to gender expectations, often with patients having little or no say in this personal decision to
determine what, if any, surgery or other treatment is appropriate for them. These surgeries may be well-
intentioned, but they surgeries are carried out with the assumption that this is what children will want
as adults, when we know from the many heart-wrenching stories of intersex adults who grew up to
wish they had not had these surgeries that this assumption simply cannot be safely relied upon. Good
intentions aren’t enough: Parents need to be properly educated and made aware of the risks associated
with these surgeries, state agencies must safeguard the autonomy of intersex youth by abstaining from
decisions about surgeries that are not urgently necessary for the child’s physical health, and doctors
should be accountable for the information and treatment options that they offer.

Intersex Youth Are Harmed by Bullying, Harassment, and Abuse by Peers and Adults

While there has been little research on the experiences of intersex youth in foster care
specifically, existing research from other settings suggests they face many of the same difficulties
as other LGBTQI+2S youth. One study of 272 Australian intersex adults about their schooling
experiences found that two-thirds reported some form of victimization, most reported suicidal ideation,
only a quarter reported positive educational experiences, and they were far more likely than their peers
not to complete secondary school.'?* Australian intersex adults also report more social isolation in both
elementary and secondary schooling than their non-intersex (or endosex) peers." In the United States,
intersex advocates have spoken about their own experiences in school: “I’ve overcome doubts and fears
that I’ve held onto for most of my life. I always let my intersex traits hold me back from opportunities
because of severe bullying. I learned to hide in the background so that people wouldn’t notice me. In
the process, I lost my voice and my confidence. I forgot who I was and what I was capable of
becoming.”"* This advocate was able to find support through intersex communities and become
interACT’s first communications intern, and ultimately its Director of Engagement.

Intersex youth report being singled out for bullying because of their visible sex characteristics.
For example, youth born with Congenital Andrenal Hyperplasia may be initially assigned female at
birth, and may later develop secondary sex characteristics typically considered masculine—often
earlier than their peers. One youth advocate shares:

I knew other girls didn’t grow facial or body hair like me, but I didn’t understand why.
Classmates called me “man voice” and made fun of my flat chest and muscular arms. I woke up
two hours early every morning to make sure I had time to remove every visible hair from my
face, all for fear of someone catching a glimpse of my stubble. I didn’t actually notice the things
that made my body different until other people pointed them out, and then it just stuck with
me."
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For other intersex youth, different treatment can start when they choose to confide in a friend or
adult about their intersex traits. One interACT Youth member reports: “A friend told me not to go
into the girl’s locker room anymore after I told them I’'m intersex.”'® Classroom discussions of gender,
sexuality, and human development that leave out intersex realities can be painful for students in
themselves, and also lead to bullying and harassment. “I walked out of health class crying last year,”
reports another interACT Youth member."”

Like transgender youth, intersex youth can face harassment and discrimination in access to
restrooms and locker rooms. In a brief submitted to the Supreme Court, one former student relates
their apprehension when their body began to masculinize at puberty. This student tried to avoid using
restrooms altogether, but was ultimately barred from them by their school:

[I] was in a boys’ restroom, and someone saw that [ went in there, and then complained to my
counselor, who then said “Well, you can’t use the boys’ restroom, so you have to use the girls’
restroom.” And I was like “ok, fine, whatever.” But ... there [were] then complaints that I was
using the girls’ restroom. And I was told, “Well, you can use the nurse’s restroom.”

Now, ... the nurse was on the complete opposite side of the entire building .... So if I was in the
middle of class, I would have to leave, and I would be gone for 10-15 minutes, so of course my
teachers didn’t like that. So I was told “You can’t use the nurse’s restroom .... There is a single-
stall restroom in the special education area, which is near where your classroom|[s] are, so you
can use that one.” And I was like “fine, ok.” And I used that one for a bit and was then told that

I couldn’t use that one....

At that [point] ... I was told “Well, you don’t have a full school schedule, so you can just hold
it.” So yeah, for the last semester, at least, I just wasn’t allowed to use the restroom at the high

school at all."®

This harassment has lasting effects on intersex youth, often compounding medical and other
traumas. One youth reported that after being bullied at school, including having a milkshake thrown
on him, “Even today I don’t like to be touched, so don’t touch me.”"

Bullying and mistreatment are driven by the same stigma and biases that motivate “normalizing”
surgeries. The specter of one day being harassed in the locker room has historically been invoked as a
justification for medically unnecessary early surgeries. In effect, doctors have views the harmless
presence of intersex traits as a “social emergency,” and believed surgeries would prevent children from
experiencing stigma, isolation, and trauma as they grew up. However, early surgery often produces the
opposite effect, teaching intersex youth from the beginning of their lives that there is something wrong
with them about which they should feel ashamed. Bullying against intersex youth should be addressed
in the same way as other types of bullying—with social interventions aimed at stopping the abusive
behavior and encouraging acceptance—rather than through unnecessary and non-consensual surgery.
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There’s a Better Way—Allowing Intersex Children to Grow and Thrive

Doctors, parents, and agency officials charged with making medical decisions on behalf of foster
youth should know that delaying non-emergency genital and gonadal surgeries so an intersex
person can make their own decision is the safe and ethical choice. We need more of our doctors,
parents, and child welfare professionals to know that our bodies are not broken and don’t need to be
“fixed.” There are many intersex people living healthy and fulfilling lives without surgery.

The largest children's hospitals in Boston and Chicago— Boston Children’s Hospital, Lurie
Children’s Hospital—have committed to ending certain harmful intersex surgeries on children
who are too young to participate in these life-altering decisions about their own bodies.*

And in a step that deserves to be replicated nationwide, New York City recently passed
legislation to create a public education campaign to better educate both families and medical
providers on intersex variations and the potential harms of unnecessary early surgeries.”' New York
State is considering similar legislation. The federal government should undertake a similar
campaign nationwide, building on educational resources for providers and families developed by the
National LGBTQIA+ Health Education Center and interACT.** This education effort should build on
the expertise of the Offices of Women’s Health, Minority Health, and the Surgeon General, but should
include a prominent focus on the child welfare system and other programs assisted by ACF. It should
also include Military Treatment Facilities operated by the Department of Defense, where more than
50,000 babies are born each year.

Like other marginalized youth, intersex youth can thrive when they are affirmed and supported.
Like their peers, many strive for excellence in school, sports, community involvement, and helping
others—but struggle in the face of medical trauma, discrimination, and the need to rely on adults who
often have little knowledge or understanding of their experiences.?* Intersex youth have many of the
same needs as transgender youth, such as support form adults, and peers, inclusive policies and rules,
equal access to facilities, the ability to easily update official records if needed. Intersex youth also need
to have adults in their lives who understand the normal and healthy variations in sex development, to
receive “clear messages that a [program or setting] welcomes intersex people; [and] to know that
confidentiality will be respected.”*
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HHS Should Act to Protect and Support Intersex Foster Youth

There is much that HHS can and should do to protect and support intersex foster youth, as well
as all LGBTQI+2S foster youth, and those at risk of entering the system. We urge the Subcommittee to
continue its oversight of HHS and ACF to ensure these steps are pursued swiftly and robustly.

We strongly support, and urge HHS to swiftly implement, the recommendations of the Every
Child Deserves a Family Campaign.*® These comprehensive recommendations outline how HHS can
use its existing resources and authorities to make real, meaningful change in the lives of the over
120,000 foster youth who are LGBTQI+2S.

HHS and ACF must ensure that all efforts to protect and support LGBTQI+2S youth include
intersex youth, including nondiscrimination rules; guidance, training, and technical assistance; data
and research; and taking action to prevent unnecessary and non-consensual genital or sterilizing
surgeries of infants and children in state care, as well as ensuring trauma-informed care for foster
youth who have been subjected to such procedures and other medical trauma.

First, ACF should institutionalize this work through dedicated staffing, funding, and stakeholder
input, ensuring that the concerns and voices of intersex youth are included throughout, including:

e Establishing a Senior Advisor to focus on the needs of LGBTQI+2S youth.
e [Establishing a National Resource Center for LGBTQI+2S Youth.

e [Establishing an LGBTQI+2S Advisory Committee.

e Hosting convenings on the needs of LGBTQI+2S youth.

Second, ACF should provide guidance, resources, and requirements for all its personnel and
programs to support LGBTQI+2S youth, ensuring that all policies, materials, and training content
are responsive to the needs of intersex youth, including:

e [ssuing guidance for child welfare services and other ACF-funded programs on
nondiscrimination and best practices.

e Training requirements and resources for ACF staff and ACF-funded programs.

e Funding demonstration projects for models for prevention and improving outcomes for
LGBTQI+2S youth, including models to promote family, health care provider, and agency
education and acceptance for intersex children and to discourage unnecessary early surgeries.

Third, ACF should build the knowledge base for efforts to support LGBTQIA+2S youth,
including:
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e Developing, testing, and implementing inclusive data collection measures for sex assigned at
birth, gender identity, intersex status, and sexual orientation—building on a forthcoming
consensus study from the National Academies of Science, Engineering, and Mathematics.?’

e Supporting LGBTQI+2S-inclusive and -focused research—building on the National Institutes
of Health’s growing intersex research portfolio.*

e Conducting a 50-state study of policies, procedures and practices that may create barriers for
LGBTQI+2S youth or families—including in education, training, informed consent, and health
care decision-making practices with respect to intersex infants and children, as well as
transgender adolescents and young adults.

Fourth, ACF should adopt rules or guidance to ensure informed consent to medical treatment for
intersex foster youth, including prohibiting early sterilizing or genital surgeries absent an
immediate risk of physical harm that requires surgery to be performed.

Finally, ACF should work with other HHS components to create a public education campaign for
families and ACF-assisted programs to increase understanding and acceptance of intersex traits,

ensure full informed consent, and prevent unnecessary and non-consensual early surgeries, including
by:

e Providing guidance, technical assistance, and training to states and ACF-funded programs.

e C(Creating and disseminating educational materials for ACF-funded programs, families, and
medical providers.

Congress Should Act to Protect and Support Intersex Foster Youth

While there is much that HHS can and must do immediately to protect intersex and other
LGBTQIA+2S who are in, or at risk of entering, the foster care system, Congress must act to ensure
protection and support for these youth are explicit, comprehensive, and permanent.

We join Mr. Charles-Gallo and over 200 child welfare, child health, faith, and civil rights
organizations in urging Congress to pass the John Lewis Every Child Deserves a Family Act. This
lifesaving legislation would permanently codify nondiscrimination protections and the responsibility of
HHS to provide focused guidance and technical assistance and ensure inclusive data collection and
training for the foster care system, including through a National Resource Center.

The Act must be strengthened to expressly include protections and support for intersex children
and youth, throughout all the bill’s provisions. In light of the historical invisibility of intersex youth
and the additional, unique harms many face early in life from medical trauma and mistreatment, this
express inclusion is vital to ensure the legislation achieves its goals.
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